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Examples of evidence-based guidelines for epilepsy care exist. However, guidelines are of little use if they are not recognised,
implemented and supported. The object of this study was to establish the degree to which good practice guidelines for epilepsy
have been implemented and to identify positive and negative factors that affect their implementation. Semi-structured question-
naires were sent to 750 randomly selected health professionals working in primary and secondary care in England. The sample
comprised nurses (200), adult consultants (including learning disability consultants) (300), paediatric consultants (150) and
general practitioners (100). Aspects of good practice are being implemented in some areas, but not generally, therefore service
provision is likely to remain fragmented until this is addressed. Professionals have been prevented from successful implementa-
tion of guidelines to sustain good practice due to a number of factors, most notably lack of time, workload, competing priorities
and staffing levels. Factors that have promoted and encouraged the successful adoption and application of good practice include
inputs from epilepsy specialist nurses (ESNs), appropriate, timely and accessible professional development opportunities and
the support and enthusiasm of colleagues.
© 2002 BEA Trading Ltd. Published by Elsevier Science Ltd. All rights reserved.
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INTRODUCTION
“It must now be evident that the human and financial
costs of failing to implement the recommendations are
too high to be acceptable1.” This comment followed
the publication of the Department of Health’s Chief
Medical Officer (CMO) Annual Report2 in which
he called for improved health care for epilepsy. His
suggestions for improvement included raising profes-
sional awareness and establishing a proper framework
for care. Furthermore, the report stated that standards
of local services should be higher and more consistent
and that the needs of all people with epilepsy should
be addressed. The National Service Framework (NSF)
for long-term conditions was one of the commitments
to improvement identified, which is perhaps evidence
that guidelines are set to become part of practice.
The CMOs comments are not new as they come
after a decade in which numerous reports and good
practice guidelines for the development of epilepsy
services were produced3–6.
The CMO is, therefore reinforcing previous findings
that service provision for epilepsy remains fragmented
throughout England4, 7, 8 and that there is a lack of
commitment to the commissioning of specific epilepsy
services9.
From the patient’s perspective there is much evi-
dence to highlight problems with current service pro-
vision. In a survey by the British Epilepsy Association
(BEA), almost three-quarters of people with epilepsy
reported problems with their overall epilepsy manage-
ment and obtaining the right treatment10.
Although there is evidence that clinical practice
guidelines can improve quality of care11, 12, whether
this is always achieved in practice is unclear. The
mere existence of good practice guidelines does not
guarantee their implementation in practice13. Also,
in the field of epilepsy, little work has been done
to establish what affects the implementation (or
non-implementation) of these guidelines at a local or
National level.
Responding to previous work, in March 2002, a new
publication entitled the “National Statement of Good
Practice for the Treatment and Care of People who
have Epilepsy” was published14. Produced as part of
a Joint Epilepsy Council Project funded by a Depart-
ment of Health Section 64 grant and in anticipation
of the new NSF, the National Statement reflects all
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the aforementioned work and aims to consolidate the
evidence from previous publications into one brief
document. It seeks to provide a series of recommen-
dations and standards for attaining high quality Na-
tional Health Service care for people with epilepsy
in England and is principally aimed at facilitating
commissioning.
In order to find out the present situation with
the implementation of good practice guidelines and
what influences their implementation this study was
completed.
AIMS OF THIS STUDY
The aim was to establish the degree to which good
practice guidelines (as indicated in the National State-
ment) have been implemented and to identify positive
and negative factors that affect their implementation.
METHODOLOGY
A pilot questionnaire was devised based upon feed-
back from initial meetings with consultants, nurses,
primary care trust (PCT) representatives, GPs and a
Director of Public Health in three Health Authority
areas in England.
The questionnaire was used in a pilot study of 33
other health professionals before the final version of
the questionnaire was developed.
The semi-structured questionnaire sought to collect
quantitative and qualitative data on the implementa-
tion of good practice guidelines and initiatives. The
first section of the questionnaire collected informa-
tion on which aspects of good practice had been im-
plemented or attempted within service provision for
epilepsy. Items were listed under the five headings
as indicated in the National Statement, i.e. immediate
care, continuing care, remission, specialist service re-
quirements and the role of general practice, education
and monitoring14.
Thirty-eight aspects of good practice were listed.
Respondents were asked to indicate whether or not
their service provided (or had attempted to provide)
each aspect. Three options for responses were given:
Table 1: Sample selection criteria.
Section of sample How identified
100 GPs Randomly selected through mailing house
200 epilepsy specialist nurses Through Epilepsy Specialist Nurse Association mailing list. Random
selection through mailing house
300 adult consultants (neurologists and L:D consultants) Through Association of British Neurologists and British Epilepsy
Association mailing lists. Random selection
150 paediatric consultants/paediatric neurologists Randomly selected through mailing house
Yes, No or Attempted. Respondents were asked to
leave blank any aspect that they felt was not relevant
to their work. Respondents were also asked to list
any other aspects of good practice (not listed on the
questionnaire) they had implemented or attempted in
relation to their service provision for epilepsy.
The second section of the questionnaire listed 10
factors that had been identified (through the pilot study
and previous initial interviews) as having the poten-
tial to influence the implementation of good practice
guidelines. Respondents were asked to rank each fac-
tor using a Likert scale from −5 (very unhelpful)
through to+5 (very helpful). A further question asked
respondents to list and score any additional factors
(other than those listed) which had affected their abil-
ity to implement good practice guidelines.
The returned questionnaires were coded and quanti-
tative data was analysed using SPSS. Qualitative data
collated was analysed by identifying key responses.
Sample
Questionnaires were sent to 750 randomly selected
health professionals working in primary and sec-
ondary care in England. The sample comprised nurses
(200), adult consultants (including learning disability
consultants) (300), paediatric consultants (150) and
general practitioners (100) (see Table 1).
Follow-up letters were sent and phone calls made to
non-respondents.
RESULTS
Response rate
A total of 241 (32%) questionnaires were returned (see
Table 2).
Sample type issue
At this point, we acknowledge a potential degree of
bias in the results as some of the responses were
from professionals who could already be said to be
‘specialists’ in epilepsy. For some questions this may
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Table 2: Response rate.
Group Number sent Number returned Response rate from each group (%) Percent of total returned
Nurses 200 81 40 34
Adult consultants 300 88 29 36
Paediatric consultants 150 57 38 24
GPs 100 15 15 6
Total 750 241 100
Table 3: Services implemented or attempted in immediate care.
Immediate care—does your service provide n Yes (%) No (%) Attempted (%)
A first seizure/fast track clinic for new diagnoses 221 34.8 54.8 10.4
Investigations within 28 days of referral (e.g. EEG, MRI) 213 25.4 57.3 17.3
A protocol for starting treatment 216 32.9 58.3 8.8
Patient-held records 223 20.2 70.4 9.4
Early follow-up—help and information for newly diagnosed people
available within 7 days
219 37.0 49.8 13.2
Established links with relevant services in case of misdiagnosis queries 205 50.7 42.0 7.3
have led to a higher level of implementation being
recorded than would have been expected in the Na-
tional Health Service generally.
Aspects of good practice implemented or
attempted
Immediate care
Of the 77 (34.8%) respondents that said their service
provided a first seizure/fast track clinic for new diag-
noses (Table 3), one respondent claimed that an initial
appointment would be made within 28 days if needed
but was not offered routinely. Another consultant did
not offer a dedicated [first seizure] clinic but saw all
such patients within 2 weeks. Two respondents saw
patients in a general fast track clinic.
Table 4: Services implemented or attempted in continuing care.
Continuing care—does your service provide n Yes (%) No (%) Attempted (%)
Maintained patient-held records 223 21.5 69.1 9.4
A protocol for review if seizures continue 222 38.7 55.4 5.9
A protocol for assessment of social/psychological issues 225 26.7 67.1 6.2
A protocol/criteria for referral to neurosurgical services 218 39.9 56.0 4.1
A dedicated clinic for young adults 12–18 years 216 19.4 72.2 8.4
A dedicated clinic for women with epilepsy 162 10.5 82.1 7.4
A dedicated clinic for people with learning difficulties 215 31.6 62.8 5.6
A dedicated clinic for children 209 56.0 42.1 1.9
A dedicated service for older adults with epilepsy 151 13.9 85.4 0.7
Table 5: Services implemented or attempted in remission.
Remission—does your service have n Yes (%) No (%) Attempted (%)
A protocol for withdrawal of AEDs 224 29.5 65.1 5.4
A protocol for discussing risks and implications of withdrawal with patients 219 28.3 67.1 4.6
A system for effective primary/secondary care liaison 216 58.3 33.8 7.9
In terms of investigations, there was some vari-
ance between the provision of MRI and EEG. EEG
was more likely then MRI to be available in 28
days, 12 (23%) of those who offered investigations
within 28 days stated this was EEG only—MRI was
longer).
Continuing care
In the area of continuing care, although protocols ex-
isted, for some, these were not written or formalised
(Table 4).
Remission
In the area of remission, 73 (34%) respondents had
no system for effective primary/secondary care liaison
(Table 5). Again, in relation to protocols comments
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Table 6: Services implemented or attempted in specialist service requirements.
Specialist service requirements (within integrated care)—does your service have n Yes (%) No (%) Attempted (%)
A lead physician with special interest and experience in epilepsy 229 78.6 17.5 3.9
Access to a specialist epilepsy nurse 234 68.4 25.6 6.0
Primary care-based epilepsy clinics 226 14.2 81.4 4.4
Access to information and support from the voluntary sector 217 70.5 22.1 7.4
Well-developed links to other professional services, i.e.
Psychology 228 73.7 21.5 4.8
Psychiatry 228 74.1 20.2 5.7
Social work 228 60.1 35.5 4.4
Occupational therapy 223 67.7 29.1 3.2
Counselling 220 50.9 42.7 6.4
Neurosurgical services 227 74.9 21.6 3.5
Complementary therapists 216 11.1 86.6 2.3
from seven respondents highlighted that these were
not necessarily written or formalised.
Specialist service requirements (within integrated care)
In addition to those services listed in Table 6, a small
number of respondents stated they had well-estab-
lished links with the police, coroner and neuropsy-
chology services. In two cases, links to counselling
services referred specifically to services provided by
epilepsy specialist nurses (ESNs) or voluntary organ-
isations.
Role of the GP
Of those who had a procedure for recording AED
changes in patient-held records (PHRs) the methods
included: copy letters to hospital, GP, outpatients de-
partment, parents or clinic and use of a diary (Table 7).
Education and monitoring
See Table 8.
Table 7: Services implemented or attempted in general practice.
Role of the GP—does your service have n Yes (%) No (%) Attempted (%)
A protocol for initial referral to help secure accurate diagnosis 184 25.0 66.8 8.2
A protocol for re-referral to specialist services when necessary 179 26.8 65.9 7.3
An annual review system in place 170 28.8 65.3 5.9
A procedure for recording AED changes in a patient-held record 177 24.9 67.8 7.3
Guidance about accessing information by using external
resources, e.g. specialist nurses, voluntary organisations, etc.
185 48.6 41.7 9.7
A procedure for providing support pre- and post-diagnosis 163 47.2 47.3 5.5
Table 8: Services implemented or attempted in education and monitoring.
Education and monitoring—does your service have n Yes (%) No (%) Attempted (%)
Staff who have undertaken a recognised qualification in epilepsy 223 62.4 32.7 4.9
Staff who are members of a relevant professional body (e.g. ILAE, ESNA) 219 68.0 31.1 0.9
An audit of epilepsy service undertaken every 5 years 225 27.1 60.9 12
OTHER GOOD PRACTICE INITIATIVES
Respondents were asked to provide details of any other
good practice initiatives (other than those listed on
the questionnaire) they had implemented or attempted
within their service provision for epilepsy care. A to-
tal of 150 comments were made regarding additional
good practice initiatives that had been attempted or
implemented. There was some overlap between the
Table 9: Other good practice initiatives implemented.
Other good practice initiatives No. of comments %
Training and professional development 23 20
Patient support group/patient information 20 17
Links with others 15 13
Development of local protocols/guidelines 14 12
Research/audit 15 13
Nurse input 12 10
Others 11 9
Nurse led clinics 7 6
Total (n) 117 100
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comments made and the aspects of good practice listed
in the first section of the questionnaire; as a result
33 of the comments were excluded from this analysis
leaving a total (n) of 117. The remaining responses
were grouped in categories (Table 9).
FACTORS AFFECTING THE IMPLEMENTATION
OF GOOD PRACTICE GUIDELINES
Respondents were asked to rate previously identified
factors which had the potential to affect the imple-
mentation of guidelines/initiatives on a scale from −5
(very unhelpful) to +5 (very helpful). A zero score
(0) indicated no opinion or not relevant.
Table 10 shows the total percentage of respondents
who rated each factor as either positive or negative
(i.e. gave a score other than zero; 0 = no opinion).
Negative factors are listed in italics, positive factors
are in bold. The overall score, given in the second col-
umn of the table, has been calculated by multiplying
the number of responses (n) by the average rating.
All responses were first analysed together (as one
total group). Further analysis was undertaken to iden-
tify those key factors for each of the four individual
professional groups.
Positive factors: what helped?
Input from a specialist nurse
This was identified as the most helpful factor overall.
Both paediatric and adult consultants ranked this fac-
tor highest.
A number of respondents cited the ‘individual input’
and ‘support and advice’ from nurses had been benefi-
cial. Having difficulty in obtaining and maintaining a
Table 10: Factors affecting implementation of good practice guidelines: responses from all respondents.
Factors affecting implementation n Overall score (no. of responses Percent of respondents Percent of respondents Average
of good practice guidelines multiplied by average rating) giving positive scoring giving negative scoring rating
(−5 to +5)
Input from nurse/liaison
worker
164 597 92.1 7.9 3.64
Professional development 175 537 96.0 4.0 3.07
Supportive colleagues 192 528 91.1 8.9 2.75
Audit 130 218 83.8 16.2 1.68
Service guidelines 127 199 82.7 17.3 1.57
Access to facilities/other
services
171 −87 46.2 53.8 −0.51
Funding 171 −233 33.9 66.1 −1.36
Staffing levels 182 −268 31.3 68.7 −1.47
Workload/time 200 −375 15.0 85.0 −2.55
Competing priorities 147 −510 15.6 84.4 −2.55
full time ESN post was identified as a barrier to good
practice.
Professional development
A total of 168 (96%) respondents rated this as positive.
It was ranked highest by nurses and GPs and third
highest by both paediatric and adult consultants.
Supportive colleagues
Having supportive colleagues was ranked second high-
est by 3 of the 4 groups (paediatric and adult consul-
tants, GPs). Comments made highlighted the benefits
of having supportive colleagues and conversely how
‘resistant and uncooperative’ individuals or groups
could be as a barrier in the development of good
practice: Several negative comments related specif-
ically to colleagues within primary care and PCTs
and to attitudes amongst management. On a more
positive note, respondents highlighted how effective
networking (locally/regionally/nationally) with paedi-
atric epilepsy experts had been a positive factor in im-
plementing services.
Negative factors: what didn’t help?
Workload/time and competing priorities
Workload/time and competing priorities were reported
as the least helpful factors. Workload/time was given
the lowest rating by all groups of respondents. Com-
peting priorities was given the second lowest score by
3 of the 4 groups.
Staffing levels
Issues relating to staffing were ranked second lowest
by nurses and third lowest by paediatric consultants.
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Four consultants (5%) stated they were working sin-
gle handily with often large patient populations. Other
comments highlighted the recruitment and replace-
ment of key staff as a barrier. This included a lack of
adequate secretarial support.
Funding
Funding issues were ranked third lowest by adult con-
sultants and GPs and fourth lowest by nurses and pae-
diatric consultants.
Comments regarding funding referred to ‘inflexibi-
lity’ and ‘lack of new investment.’ One comment
stated that funding is an, ‘ongoing problem in the
NHS with regard to implementing good standards
of care.’ A lack of funding for specific services or
staff was highlighted as a barrier. Conversely, where
funding had been made available for specific projects
or services—this was ranked highly.
Access to facilities/services
All groups ranked access to facilities/services as fifth
lowest. Several respondents referred to availability of
EEG and MRI/CT as a barrier. One described wait-
ing lists as being ‘abysmally long.’ Another respon-
dent stated there were no EEG facilities available in
their county. A lack of access to various services in-
cluding, ‘dedicated neuropsychiatry service,’ ‘paedi-
atric neuropsychology’ and ‘services provided by the
voluntary sector’ was a problem.
Other factors
Respondents were asked to list and rank any other
factors which had affected their ability to implement
guidelines. Negative factors cited were organisational
structures/network (identified by seven respondents)
and lack of recognition/ignorance by others (two com-
ments). A further positive factor identified was the role
of the voluntary sector and patient information (four
comments).
DISCUSSION
The response rate at 32% was disappointing. This may
reflect the general interest in improving epilepsy care.
The degree of bias in the responders towards people al-
ready working actively in epilepsy care (‘specialists’)
may reinforce this observation. However, it could
be that, even after follow-up, the questionnaire was
perceived to be too complex or time consuming
to complete. Nevertheless, it was only two sides
of A4.
It can possibly be assumed, since many of the re-
sponses were from ‘specialists’ in the field, that im-
plementation rates of some good practices are higher
than would be expected generally. These people are
perhaps more aware than most of the need to improve
services. However, after taking this into consideration,
these results still provide an insight into the degree of
good practice already being implemented and those
factors that assist or prevent their implementation.
In the area of immediate care, 45% of respondents
said their service provided, or attempted to provide, a
first seizure/fast track clinic for new diagnoses. This
compares favourably to earlier findings that 21% of
Health Authorities had a co-ordinated approach for
‘fast referral’ for patients suspected of first seizure9.
This should improve care at the outset.
The rate of misdiagnosis of epilepsy is estimated
at 20–30%3, 15 and recent estimates suggest it could
be even higher1, particularly amongst children16. This
in itself is a strong argument for specialist care of
epilepsy. Nevertheless, only half of those surveyed had
links with relevant services in case of misdiagnosis
queries. If misdiagnosis rates are to improve this area
of care needs addressing.
Previous work has concluded that ESNs are best
placed to address some of the demonstrated deficien-
cies in present services17, 18. It is therefore encourag-
ing to find that almost 70% of respondents had access
to an ESN. This compares with an earlier figure of
42%9 in a UK wide study of Health Authorities and
Health Boards. This increased figure could reflect the
increase in the number of ESNs in recent years but
could also be another reflection of the professional
bias within the sample.
The need for early referral to appropriate sources of
information and support, especially at the time of diag-
nosis has often been reported3, 6, 17, 18. Only just over
one-third of those surveyed offered early follow-up
within 7 days to newly diagnosed people highlighting
a need to address this important area of care.
The provision of information and support should
form an integral part of the epilepsy care pathway
and as such, continuing care should recognise the im-
portance of accurate information in19–21. A study by
BEA10 found that over 50% of patients had experi-
enced some problems in obtaining advice and help
from either the GP or consultant. In terms of patient
preferences, Jain et al.22 found that 60% of patients
wanted to talk to someone other than the consultant.
As a Joint Epilepsy Council Project, it is reassuring
to report that over 70% of those surveyed had access
to information and support from the voluntary sector
highlighting the valuable role and presence of volun-
tary organisations in the field of patient support.
Although protocols were found to exist in many ar-
eas, these were not necessarily written or formalised.
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Many consultants indicated the use of clinical judge-
ment in individual cases. On average, less than a third
of respondents had any of the eight protocols listed.
This suggests that written formal protocols are not a
priority. Perhaps, because some people feel they may
not necessarily contribute towards the development of
good practice?
Over 60% had staff with a recognised qualification
in epilepsy. Sixty-eight percent were also members of
a relevant professional body. These figures seem very
high, but there are no others studies to compare this
against.
The results also show an apparent lack of dedicated
services for different groups (i.e. women, young
adults, older adults, people with learning disabili-
ties). The CMOs report states that, ‘the needs of
special groups of people with epilepsy . . . should be
addressed.’ There is clearly a need for greater focus
in this area.
In 1999, 21% of Health Authorities, nationally, had
services audited by a Medical Audit Advisory group
or equivalent9 this is less than was found in this study
with just over a quarter (27.1%) performing an audit
of epilepsy services every 5 years and 12% attempting
to do so.
Only 20% of respondents had implemented PHR.
Gilhooly and McGhee23 found considerable ethical
benefits to be derived from giving patients custody
of their medical records. Furthermore, they found no
substantial practical drawbacks to their use although
patients and doctors may have different attitudes and
expectations of their use, which must be taken into
account when attempting to implement PHR24. Hart
highlights how the implementation of PHR is a step
towards recognising patients as active members of the
‘team’ on which continuity of care depends25.
The area of general practice scored relatively low in
the level of implementation of aspects of good prac-
tice specific to this field. Less than 50% of respondents
had implemented any of the six aspects of good prac-
tice related to general practice. Although the response
rate from GPs was low (15%), 73% of other respon-
dents (non-GPs) answered the questions on this area.
Ridsdale et al. found that monitoring and provision of
advice from GPs were less than optimal and recom-
mended that new resources and skills were necessary
to bridge the gap17. The findings of this study further
highlight this need.
It is encouraging to note that much other work in
relation to good practice is being developed or at-
tempted. In addition to those aspects listed on the
questionnaire, there were 117 individual comments
from respondents reflecting the breadth and variety of
good practice initiatives being undertaken. Over half
of these referred to the areas of professional develop-
ment/training, links with others and patient support.
Factors affecting implementation of
good practice
Guidelines can change health care practice and affect
outcomes for patients11, 12. However, having aware-
ness and knowledge of good practice guidelines does
not guarantee their implementation in practice13. Pre-
viously identified factors required for the successful
implementation of guidelines have been found to
be: time, enthusiasm, resources13 and having input
from people with appropriate knowledge and skills26.
Individual factors (beliefs, attitudes, knowledge)
and organisational features (organisational structure,
economic and community environments) may also in-
fluence professional behaviour and subsequent imple-
mentation (or non-implementation) of guidelines26.
Furthermore, successful implementation is more
likely if guidelines are disseminated through effective
education and development opportunities, involving
active participation by all relevant personnel12.
The key factors identified in this study as being
‘helpful’ in implementing good practice support these
earlier findings, namely:
1. input from a nurse/liaison worker—a profes-
sional with appropriate knowledge and skills;
2. professional development—leading to develop-
ment of appropriate knowledge and skills/pro-
viding education and development opportunities;
3. supportive and enthusiastic colleagues.
The majority of respondents (82.7%) also gave ser-
vice guidelines a positive rating (average 1.57) but
with a relatively low overall score of 199.
Similarly, those factors identified in this study as
‘unhelpful’ serve to reinforce earlier findings, namely:
1. competing priorities—often as a result of organi-
sational, economic and community environments
where epilepsy is not viewed as a priority;
2. workload/time;
3. staffing levels—adequate resources in terms of
availability of relevant staff.
Funding did not score as poorly as these three fac-
tors, suggesting that a shortage of money is not as
problematic as sometimes suggested. However, it was
still ranked negatively by a majority (66.1%).
The results support previous findings that, in order
to support, encourage and maintain the successful im-
plementation of good practice guidelines an environ-
ment with adequate resources, relevant professional
input, supportive/enthusiastic colleagues, opportuni-
ties for appropriate professional development and, per-
haps most importantly, where epilepsy is viewed as a
priority at all levels is required.
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CONCLUSIONS
Good practice guideline initiatives are being imple-
mented in some areas, however there are large gaps
and to achieve geographical service equity this needs
immediate attention.
ESNs, appropriate, timely and accessible profes-
sional development opportunities and the support and
enthusiasm of colleagues are the main positive factors
that affect whether guidelines are recognised, imple-
mented or supported.
Implementation is negatively influenced most no-
tably by lack of time, workload, competing priorities
and staffing levels.
The former factors need to be encouraged and im-
plemented and the latter discouraged and erased if
successful guideline implementation and therefore
improvement in epilepsy care nationally is to be
expected.
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